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A. NATIORAIEBULLEfilkON; FAMILY,SURPO .LCHILDREWEMEMIAkHEA

EMPOWERING FAMILIES WHOSE CHILDREN

HAVE EMOTIONAL DISORDERS

mpowerment is a concept that has
.._come of age in the human ser-

vices. Entire conferences and hooks
arc devoted to the topic. and new pro-
grams often claim that empowerment
(il consumers of clients is a central
goat in delivering services. Inevitably
the idesprcad focus on empow er-
ment by practitioners, policy-makers.
iesearchers, and consumers has led to
different understandings of what is
meant by the term. However, a good
working definition is that of Lee
'maples l I (40 ) who views empower-
ment as an ongoing capacity of indi-
viduals or groups to act on their own
behalf to achieve a greater measure
of control over their lives and desti-
nies (p. 30). One nice feature of this
definition is that it speaks of empow-
erment as a capacity rather than as a
process by which power or resources
are conveyed from one to another.
dome people have objected to the use
of the term empowerment because it
implies a transfer of something that
is already rightfully possessed by the
receiver. For example, how can a pro-
fessional empower a parent to make
decisions about her or his child when
the parent already bas that right?
Viewing empowerm( at as a capacity
leaves open the question of how
people become empowered, a com-
plex issue we will touch upon later.

Historically, the concept of em-
powerment is rooted in concerns for
social justice where attention has
been directed toward groups or com-
munities who lack resources and in-
fluence relative to the greater society
Here. efforts to address the needs of
such groups start with the premise
that empowerment is a necessary part

of any program that attempts to re-
dress traditional imbalances. In other
words, it is not sufficent to merely
provide disadvantaged groups with
resources: ra:her, it is also important
to foster a process whereby such
groups have both control over current
resources and a greater capability to
obtain future resources. This process
fundamentally alters the relationship
with the larger society by shifting the
tone of the relationship from pater-
nalism and dependency to reciproc-
ity self-reliance. and mutual respect.

While this emphasis on the em-
powerment of groups is still very cur-
rent in human services, the concept
of empowerment has been adapted to
describe the experiences of individu-
als as well. For example, Barbara
Solomon 1976), in her scminal work
on empowerment in African Amen -
can communities. identified self-
evaluations as key indicators of em-
powerment. Other authors have since
used similar ideas to describe feelings
of personal effectiveness and capabil-
ity. Considering the large amount of
recent discussion on empowei mem.

( ununurd on page .3
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JUST WHAT IS

"COLLABORATION"?

ention the word collaboration
--Viand what comes to mind?
Sports fans envision a championship
team. Music devotees may think of a
highly creative hand or group. Old
movie buffs may be reminded of one
of the great film-star duos like
Hepburn and Tracy.racy. Collaboration
occurs in many forms and in many
endeavors. We admire the accom-
plishments of an individual, but we
reserve special admiration for collabo-
rative efforts that produce something
truly outstanding. We recognize that
one of the accomplishments of col-
laboration is not just a product but
an underlying, successful relationship
that allows individuals to achieve
something that t hey could not do
alone.

Now mention the word collabo-
ration in the context of human set-
vices. what comes to mind? An dd_
ininistrator may experience appre-
hension about how services shared
among several agencies are to be man-
aged and allocated. A pr actitioner
may he reminded of his or her con-
cerns about re-defining traditional
notions of responsibility and profes-
sionalism. A invent may experience
confusion about how to become in-
volved in a decision-making process
that is unfamiliar and perhaps
unwelcoming. The word collabora-
tion may signifyfor each of these
three individualsan idea that is in-
triguing but ill-defined and unspeci-
fied. Partnerships are readily under-
stood in other areas of everyday life,
but in human services. many ask
-lust what is 'collaboration'?"

Part of the difficulty in defining
°muted on page 3
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EMPOWERING FAMILIES WHOSE CHILDREN HAVE EMOTIONAL DISORDERS
Continued from page 1

lamtiv organizations across the
l'nited States, arc illustrative of par-
ents with a high degree of commu-
nity and political empowerment.

some initial research using this
ihree-wav perspective on empower-
ment has shown promising results. A
questionnaire based on this approach
has been developed and tested on a
sample of 440 parents from four fam-
,I \ organizations !min Oregon, Wis-
consin. Mississippi and Washington.
D.0 ( Koren. DeChillo & Friesen.
1002). An analysis of parents. re-
sponses showed that the question-
naire provides reliable measures of
each type of empowerment. and this
finding was subsequently affirmed
w it h additional samples of parents
whose children were either involved
in long-term services or lust begin-
ning services. Reliability. which is
concerned with how much trust can
he placed in a measurement proce-
dure. is a basic requirement for ap-
plying any questionnaire in research.
Therefore. these _dings pave the
way for additional research that looks
more closely at empowerment. In
Portland, two current studies arc ex-
amining the effects of innovatiYe ser-
% ices on empowerment. and similar
efforts in other parts of the country
arc also underway.

While s:udies of the effects of dif-
ferent services on empowerment may
provide valuable insight on how em-
powerment may be facilitated, they
only partially address the complicated
question of what leads people to be-
come empowered. The question is at
the heart of any scientific effort to
understand empowerment. since sci-
ence fundamentally involves a speci-
fication of cause and effects. The
question is also crucial to program
development efforts that seek to fa-
cilitate the empowerment of fami-
Ito 11 tie (10 not know what leads
to empowerment, we can hardly de-
sign programs to promote it.

since research on empowerment
is so new. there are almost no studies
that identify key factors that lead to

SPRING 1995 "

there now seems to he some consen-
sus that empowerment can he
thought of in three distinct ways:
the empowerment of individuals with
respect to their own circumstances:
(2) the empowerment of individuals
with respect to others: and (3) the
empowerment of groups in relation-
ship to the larger society. Like many
concepts in the social sciences. cm-
pow erment has eyok ed from Its on-
gins and has now taken on a larger
meanin!,.

At the Research and (-raining cen-
ter on Family Support and Childrens
Mental Health. uc have taken this
general view of empowerment and
applied it specifically to families
w hose children have emotional dis-
abilities. Our approach, which Is
based on both the literature and dis-
cussions with parents. also considers
three types of empowerment. One
type concerns handling problems
within the family at home. Here. par-
ents feel empowered to the extent that
they are generally able to solve prob-
lems that arise and are confident in
their ability to help their children
grow and develop. Another type of
empowerment concerns dealing with
the service systemmental health
providers. c..!ucators and otherson
behalf of ones own child. This is a
type of interpersonal empowerment
that reflects both parents' rights to
make decisions about services and
their knowledge about what to do to
get better services. A third type of
empowerment concerns influencing
the service system and the commu-
nity to improve services for all chil-
dren with emotional disorders. This
is political empowerment in the sense
that efforts here are not only made on
behalf of one's own child, hut on be-
half of all children. Not all parents
demonstrate each type of empower-
ment: for example, most parents are
not especially active in the commu-
nity or in political activities. Some
families arc, however, involved in
Community or political activities. and
certainly the leaders in the emerging

empowerment. I lowever. what can be
said at this point is that there arc
multiple and complex factors in-
volved, and there is more than one
way to get there. For example. sonic
of the more exciting recent develop-
ments in the held of children's men-
tal health have emphasized parent-
professional collaboration and family
participat on as important methods of
promote ,g parental empowerment.
Here. collaboration and participation
are considered as important factors
that promote or facilitate empower-
ment and. implicitly, the absence of
such factors is considered detrimen-
tal to empowerment. lite Research
and Training (enter has alwav, pro-
moted parent-professional collabora-
tion and family panicipation as guid-
ing principles for delivering services,
and these continue to he major un-
derlying values for the Center.

Yet, discussions with many par-
ents as well as qualitative research
conducted by the Center suggests that
many parents become empowered
despite services that discourage col-
laboration and participation. The sce-
nario is a fairly common one:

(a) Parents search for services and
resources for their children and fami-
lies become frustrated in their en-
counters with the service system:

(b) Parents realize that they have
to find services and resources on their
own and, in the process. discover
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their own capacities and abilities:

(c) Parents learn how services arc
organized in their communities, de-
velop new abilities to negotiate the
service system, gain the confidence to
deal with professionals. and acquire
case management skills to help their
own children In short. parents be-
come empowered.

From the standpoint of cause and
effect. clearly these parents do not
need collaborative professionals to
become empowered. Rather. their
own resiliency and perseverance must
he credited. as well as perhaps other
factors that have vet to he identified.

The point here is not to assert that
professionals do not make a differ-
ence. On the contrary, we believe that
a collaborative approach that empha-
sizes mutual decisions and values
family participation greatly facilitates
empowerment. and that. if the parents
described above had perhaps encoun-
tered such professionals. their road
may have been easier to travel. Our
point is that the path to empower-
ment is more complex and convo-
luted than some of the current dis-
cussions might imply. Moreover, any
real attempt to understand empow-
erment must move beyond simple.
single-cause notions to encompass a
variety of personal. family and com-
munity-based issues that are opera-
tive in any given family's situation.

What is the future of empower-
ment as a concept in the human ser-
vices? The signs are both good and
had. On the positive side, empower-
ment as a service-deliver principle
is gaining a great deal of acceptance.
and its incorporation into mainstream
practice has probably come too far to
he turned back. This is significant,
since empowerment represents a fun-
damental shift in the perspective
taken by the helping professions to-
ward the individuals. families and
groups with whom they work. Far
from being just another technique.
the philosophy of empowerment en-
tails both a re-statement of values and
a re-working of the concept of pro-
fessionalism. The traditional under
',innings of professional practice
based on authority and power are su-

perseded by notions of partnership,
shared decision-making, and mutual
respect. Such a major change in per-
spective. we believe, cannot help but
have an effect on improving services
and the way services are delivered.
Moreover. in a time of increasingly
reduced resources and service cut-
backs. the empowerment approach
,imply makes good sense.

On the negative side, the concept
of empowerment is in danger of be-
ing trivialized due to both overuse
and tokenism. Service providers may
make statements about empowering
consumers but continue to conduct
business as usual. Program adminis-
trators may nil funding sources that
empowerment is a principal goal of
services but continue to evaluate out-
comes is till traditional measures and
methods. There is no doubt that the
field of human services (and social
science as well) is particularly prone
to "faddish- thinking whereby con-
cepts that are in vogue at one time
fade away only to he replaced by
something different hut not neces-
sarily better. To prevent empower-
ment from suffering the same fate, the
concept must continue to be devel-
oped in practice and in research.

With respect to practice, service
providers and administrators should
consider the fundamental implica-
tions of the empowerment approach
in their development of services: in
other words, walk the talk. This
means actively soliciting consumer
input and feedback and modifying
services accordingly. This also means
evaluating services in ways that treat
empowerment as a legitimate out-
come. For example, programs that
address long-term problems. such as
certain childhood emotional disabili-
ties, may not see immediate and dra-
matic behavior changes as a result of
services: however, they may see im-
provement in parents' feelings of self-
efficacy and coping ability. This is an
important outcome, but it will not he
discovered if it is not measured.

On their part, researchers should
continue to develop the concept of
empowerment. including procedures
for measuring it. While we have dis-

cussed three types of empowerment
here, this view is by no means the only
way of thinking about empowerment.
There are likely other aspects and
nuances of empowerment that have
vet to be discussed and studied. In
particular, additional efforts should he
directed towards exploring cultural
issues surrounding the concept of
empowerment. since there is no rea-
son to assume that the same defini-
tions and connotations apply to all
cultural groups. For example. cul-
tures that place more emphasis on the
community in relation to the indi-
vidual arc likely to have a different
view of empowerment than the domi-
nant culture view. Research and Train-
ing Center staff plan to conduct such
a study involving individuals from
different groups of color, and certainly
more research in this area is needed
if the concept of empowerment is to
evolve.

Given careful attention to the
practice, definition and measurement
of empowerment, the concept is likely
to serve as a guiding principle in the
design and conduct cf human services
in the years to come. Without this
attention, empowerment may go the
way of so many other human service
concepts whose time has come and
gone.

PAU E. KOREN. Ph.O., is

Research Methodolo-
gist, Research and
Training Center on
Family Support and
Children's Mental
Health.
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JUST WHAT IS "COLLABORATION"?
Continued from page 1

findings from the study revealed four
major elements: (I) the support and
understanding shown by profession-
als in their relationships with family
members, e.g.. including families in
decisions about the child and rccog
nizing that families have responsibili-
ties other than their child with a dis-
order: (2) the assistance given to
families in the practical aspects of
getting services lor their child. e.g.,
helping families find. coordinate and
pay for services; ( 3) the clear and
open exchange of information be-
tween families and professionals: and
(4) the flexibility and willingness on
the part of professionals to modify or
change services based upon parental
feedback. Other research in the I uture
might identify additional elements of
collaboration or re-define those listed
here: nevertheless, this study illus-
trates how research can focus atten-
tion on collaboration in a way that
potentially useful to practitioners and
families.

In a similar vein, the development
of collaboration as a principle can
benefit from studying the experiences
of those who have tried to practice it
in them day-to-day activities. Another
recent study conducted by the Re-
search and Training Center surveyed
individuals who had received collabo-
ration training about their experi-
ences. Though the sample size was
relatively small (52 individuals), it
was equally divided between family
members and professionals. In order
to maximize the utility of the infor-
mation collected, the survey had two
parts. a self-report questionnaire. fol-
lowed by a qualitative interview. Of
particular interest in the survey w ere
respondents' experiences concerning
barriers to collaboration. negative
consequences experienced when at-
tempting to collaborate. and the na-
ture of collaborationis a collabora-
tive relationship between a parent and
a professional any different than good.
professional practice?

Families and professionals gener-
ally agreed that three of the biggest

4
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collaboration is the new and evolv-
ing nature of the concept. Within the
held of childrens mental health, col-
laboration has first and foremost been
discussed as a principle that signals a
departure from the usual approach to
delivering services. 1-his principle
states that collaborative relationships
or partnerships between family mem-
bers of children --ith emotional dis-
orders and the professionals with
whom they work will produce better
outcomes foi children and their fami-
lies. as well as more satisfactory work-
ing relationships for all involved. I he
shift tow ard collaboration appears to
have arisen primarily as a result of
families long-standing dissatisfaction
w fat scr\ ices provided to them on
behalf of their relatives with emo-
tional disorders. Families have often
felt blamed for the illness of a family
member or alienated from the profes-
sionals providing treatment. Other
important factors contributing to in-
creased interest in collaboration in-
clude: ( I ) the general recognition of
consumers rights in the past few de-
cades: i 2) research evidence discred-
iting theories of family interaction as
causativr. agents of emotional and
mental disorders and supporting the
biological etiology of the most severe
disorders: and ( 3) the reality of
shrinking resources within the formal
service system that has necessitated
the utilization of informal resources
in service planning and delivery.

While there has been much dis-
cussion about collaboration as a prin-
ciple or value. only recently have
there been efforts to develop it beyond
this stage. For example, one impor-
tant line of development is the effort
to identify the major components of
collaboration. A number of authors
have proposed various lists of activi-
ties considered to be examples of col-
laboration. Drawing upon this early
work. a recent survey undertaken by
the Research and Training Center at-
tempted to identify the most distinct
elements of collaboration from the
perspective of family members. The

barriers to collaboration were: t 1 )

insufficient time clue to high
caseloads: (2) families past negative
experiences with professionals: and
( 3) the professionals' lack of cultural
competence in service delivery. More
than half of the family respondents
also noted the following harriers to
collaboration: (a) professionals' be-
liefs that families cause children's d is-
orders: 1)) insufficient administrative
support for staff; (c) policies that re-
quire giving up custody of a child to
get services: (d) the inherent power
imbalance between professionals and
family members (c) and profession-
als lack of knowledge about children's
disorders and their high expectations
of families.

Almost two-thirds of parents and
one-half of professionals indicated
that they had experie:ced negative
consequences because of their at-
tempts to collaborate. Many family
members cited their frustration dye
to professional inaction, and a kw
noted that their children, both those
with and without disorders, were
negatively affected by their attempts
to be collaborative. Professionals also
identified specific harriers that they
had experienced. Many noted disre-
spect and negativity by some of their
colleagues which resulted from their
attempts to work collaboratively with
family members.

Is collaboration merely the same
as good professional practice? The
majority of our respondents strongly
disagreed. Both the parents and pro-
fessionals noted that collaboration
differs from good practice because
collaboration requires partnership,
reciprocity and equality. The
overarching characteristic of collabo-
ration is the shared power and respon-
sibility of the family and the profes-
sional. Within such a working
relationship, the professional must
recognize the family as a valuable re-
source in the care and treal.ncnt of
the child, appreciating the lamily's
unique perspective and knowledge.
These characteristics differ from tra-



ditional good practice. While many
well-meaning professionals may tend
to minimize the differences between
good practice and collaboration, up
until fairly recently, the ideas of col-
laboration and partnership in a help-
ing relationship were not explicitly
mentioned in educating helping pro-
fessionals. Certainly the ambiguity
still surrounding the principle of col-
laboration continues to blur the dis-
tinction.

The studies outlined here illus-
trate how research can tap the expe-
riences of families and professionals
to develop a better understanding of
collaboration in an applied context.
However, much work remains to he
done to promote collaboration as a
mainstream principle for professional
practice. Some areas to be explored
more fully:

More attention should be di-
rected to how families can promote
collaborative relationships. A great
deal of the literature on family/pro-
fessional collaboration addresses
what professionals can do to be more
collaborative with family members.
This emphasis on the responsibility
of professionals is appropriate given
the role of professionals in most help-
ing relationships: after all, profession-
als are paid to work with children and
families. But while the professionals
often hold the primary responsibility.
the essential role of family members
should not be neglected. Collabora-
tion is a two-way street.

FOCAINT

II More attention should be
given to developing collaborative
practice with families in especially
difficult circumstances. A frequently
heard comment is that collaboration
is fine with nice families, but not pos-
sible with families who have a history
of child abuse, substance abuse, or
other severe problems. This comment
reflects a real concern that advocates
of collaboration have yet to address.
The possibility of collaboration with
families with such difficulties should
not be prematurely dismissed. We be-
lieve that much can be learned from
efforts to apply collaborative practice
to all families, even those who might
have previously been labeled unwork-
able. Such efforts may well reveal new
insights and developments that would
not otherwise be realized for lack of
trying.

More attention should be di-
rected toward developing measures
of collaboration that can be used in
evaluation and research. If collabo-
ration is to become a common feature
of service delivery, it must be specifi-
cally addressed in evaluations of ser-
vice process and effectiveness. The
Research and Training Center has
done some work in developing a mea-
sure of collaboration from the 'per-
spective of family members, but more
work is needed on several fronts. In
particular, attention should he di-
rected toward developing a measure
of collaboration from the practitioner's
point -of -view, and research on iden-

tifying key elements of collaboration
should continue.

These are only a few of many pos-
sible directions for further develop-
ing the concept of collaboration. This
development is necessary, or collabo-
ration faces the same fate of many
ideas in the human services that have
enjoyed brief recognition only to fade
away for lack of refinement or matu-
ration. The goal is to reach a point
where the dominant question about
collaboration is not "What?" or
-Why?"but "Why not?" The goal
is widespread recognition that, like
great partnerships in other fields of
human endeavor, success in childrens
mental health is best achieved by
merging the unique talents, perspec-
tives. and abilities of everyone who
has a stake in the outcome. Imagine
Lou Costello doing the "Whos on
First?" routine without Bud Abbott.
Where would Bert be without Ernie?
With efforts by advocates, parents.
practitioners, and researchers, col-
laboration can progress from an in-
triguing principle held by a few to an
established competency practiced by
many.

'.'EAL DECHILLO, D.S.W. is Director of Re-

search, Research and Training Center
on Family Support and Children's Men-
tal Health: and Principal Investigator
for many of the Center's projects.

PAUL E. KOREN, Ph. D., Methodologist,
Reasearch and Training Center

STUDYING FAMILY EMPOWERMENT AND PARENTAL INVOLVEMENT

IN THEIR CHILD'S MENTAL HEALTH TREATMENT'

:major issue that continues to
confront the mental health ser-

vice system is the role of the family
in mental health services, especially
salient when the client is a child. The
family plays both direct and indirect
roles in the formal mental health ser-
vices sector, from directly determin-
ing whether and when the child en-
ters treatment to indirectly providing
the context within which all thera-
peutic gains are played out. Changes

in the service system and treatment
philosophy that promote the use of
community-based services have re-
sulted in many more children with
serious emotional disorders living
with or near their families. Research-
ers. parent advocates, and policy ana-
lysts agree on the importance of in-
volving parents and other family
memb( rs in the process of meeting
the muntal health needs of children
and adolescent;. Some proposethat
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parental involvement should be en-
couraged because of its end prod-
uctimproved outcomes for children
and families ( 1 ). Other: (2) support
the process itself, arguing that the
process of involving families has in-
trinsic value and that it satisfies an
ethical obligation to parents and fami-
lies in our society, prior to any con-
sideration of outcome.

Regardless of the process versus
outcomes orientation. it must he rec-



ognized that the family facilitates the
interaction between the child and the
service system ( 3). In other words. the
relationship between parents and pro-
fessionals is a central dimension of
children's mental health servicesa
ditnension that should be examined
and strengthened. A partnership
model of parent-professional interac-
tion. where both parties join together
to determine and meet information
and treatment needs, calls for new
roles on the parts of both parents and
professionals.

The new practice models that pro-
mote parent-professional partnership
are being implemented in professional
training programs and policy and are
slowly beginning to make an impact
at the street level where parents and
prolessionals come together lace to
lace. More emphasis is needed. how-
ever, on the parent side of the inter-
action. Parents play an equally impor-
tant role in determining whether their
relationship with professionals 'Ain be
collaborative, and programs that lo-
cus on parent roles are also needed to
promote partnership. Family empow-
erment is a specific goal toward which
parent-focused programs should as-
pire. Although many definitions and
approaches to family empowerment
have been used in the past decade.
most focus on promoting access to
resources, competence, and self-effi-
cacy (4). Vanderslice (5) summarized
empowerment as a process through
which people become more able to
influence those people and organiza-
tions that affect their lives and the
lives of those they care about (p. 2).

The Vanderbilt Family Empower-
ment Project' developed a parent
group curriculum and research pro-
gram to study the effects of family
empowerment. Empowerment in this
project was operationalized as en-
abling parents to become collabora-
tors in their children's mental health
treatment. A series of eleven hour
training programs, conducted over
three days or evenings during a two
week period, focused on:

information about the
nature of the mental health system,
the diagnostic process. how to assess

ox,
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the child and familvs needs. and the
rights p:irents have in dealing with the
system:

training in specific areas of
assertiveness, communication and
goal setting: and

beliefs that influence the parents re-
lationship with professionals working
with their children, including beliefs
that parents could and should become
more active in their children's mental
health treatment.

Bandutis model of self-efficacy
(6) provided a focus that had not been
included in prior parent group mate-
rials available and formed the theo-
retical background for the curriculum
methods and the related research
questionnaires that were developed.
Three effective training techniques
reported in prior studies of self-effi-
cacy were incorporated into the cur-
riculum:

-at : or practice
in a structure setting that leads to a
successful experience:

or model-
ing, seeing or visualizing other simi-
lar people perform successfully: and

to try to per-
suade people to believe that they pos-
sess capabilities that will enable them
to achieve what they seek.

Another critical component of the
group-level intervention was the com-
position of the training team, which
consisted of a professional trainer and
a parent advocate. Me professional
trainer provided the structure and
knowledge about the service system
and other materials used. The parent
trainer provided an important model
for the parent participants and pro-
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'noted group participation. rhe mod-
eling and verbal persuasion provided
by this parent trainer was viewed as a
critical clement in affecting mental
health services efficacy. The more be-
lievable the source of information,
says the self-efficacy literature, the
more likely the observer's personal
efficacy judgments arc to change.

Materials for the parent group cur-
riculum were assembled to the great-
est extent possible from other re-
sources, sometimes in entirety.
sometimes in part, and sometimes in
modified form A wealth of resources
exists from other parent support
groups and training programs, for
example the Families as Allies project
at Portland State University's Research
and Training Center on Family Sup-
port and Children's Mental Health.
When existing resources could not he
found, they were developed by the
curriculum authors. As mentioned
above, the use of self-efficacy build-
ing methods and the emphasis on a
partnership model of parent-profes-
sional relationships were the unique
foci of this curriculum.

The Vanderbilt Family Empower-
ment Project model of family empow-
erment was used to guide both the
curriculum development and the re-
search design. It was hypothesized
that the curriculum focusing on
knowledge, skills and mental health
services efficacy (above chart) should
lead to an increase in each of these
areas that are seen as critical elements
of family empowerment. These inter-
mediate outcomes should ultimately
lead to increased parent involvement
that, in turn, should lead to increased
opportunities for parent-professional
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partnership. Ultimately. improved
outcomes to the child and faintly were
expected.

An experimental research design
was used to study the effectiveness of
the empowerment curriculum based
on this model. Parekits who agreed to
participate filled out pre-test ques-
tionnaires, were randomly assgned to
the parent groups or to a control
group that received no similar ser-
vices, and th"n filled out follow-up
questionnaires at three and twelve
months following the group sessions.
Two hundred fifty-three parents par-
ticipated. The parents had children
ages six through eighteen and were
receiving services from the
Rumbaugh Child and Adolescent
Mental Health Clinic' in Fayetteville.
North Carolina.

A new questionnaire. the
Vanderbilt Mental Health Services
Efficacy Questionnaire. was designed
to measure a parent's belief that he or
she could engage in those activities
that were necessary to affect how his
or her child was treated. and that if
he or she did engage in these activi-
ties, this would lead to more appro-

I

FOCUS ON THE EXTENDED FAMILY

T he next issue of Focal Point
I will explore the impact of

children's mental, emotional or be-
havioral disorders on siblings,
grandparents and other family
members. While there is an ex-
panding body of resources available
to parents whose children have
mental health problems, the needs
of other family members have re-
ceived little attention. We will of-
fer first person accounts by siblings
and others, as well as describe their
information and supportive ser-
vices needs. Focai Point will also
report upon the Research and
Training Center's June 1995 Re-
search, Advocacy, and Partnership in
Support of Children and their Fami-
lies: Building on Family Strengths
conference.

priate treatment for the child and ul-
timately to more positive outcomes
(7). A scale for measuring parental in-
volvement in the child's mental health
treatment was also developed (8).

Results of the follow-up test dem-
onstrated that the parent group cur-
riculum was highly successful in at-
taining the desired goals (9).
Whileat the pre-testthe two
groups of parents scored similarly the
group of parents who attended the
parent group curriculum showed sig-
nificantl increased knowledge of the
mental health system and on mental
health services efficacy. Changes in
behavioral skills were not able to he
tested in this setting, but the model
assumed a change related to the in-
creased knowledge and mental health
services efficacy.

These results support the effec-
tiveness of using a parent group cur-
riculum to achieve parent- profes-
sional partnerships in children's
mental health services. At the
Vanderbilt Center for Mental Health
Policy, we are continuing to study
these data and learn more about the
relationships between mental health
service efficacy, parent involvement,
parent-professional partnership. and
child and family outcomes. In addi-
tion, we are making plans to adapt the
parent group curriculum for use in
other community-based settings.

For more information
or copies of papers
and materials from
the Vanderbilt Family
Empowerment
Project. contact: 1.:PAIG
ANNE HERINGER, Vander-
bilt Center for Mental
Health Policy, 120718th Avenue. South,
Nashville, Tennessee .37212.
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FAMILY TO FAMILY
T have told the personal story of my family many times
land how we have struggled to get treatment and ser-
vices for my mentally ill son. I have seen my son be
strong under the most degrading and self-defeating situ-
ations that I have ever though possible. His strength en-
courages me to reach inside myself to advocate for ser-
vices for him and others. We have become a family that
sticks together through thick and thin and never gives
up on one another.

Likewise, the same strength comes to me from other
families. These families have given me encouragement
by their personal stories of struggles and successes and
continued words of support.

My son has been in highly structured and supervised
settings for the last three years. I am now told that my
son is ready to come homeback into the community.
This should be a time of joy for me, however it is not. It
is a time of fearfear that my family alone cannot sup-
port the intense needs that my son requires. These fears
are made greater w.ien I see the community support that
I will need for his success being cut back or eliminated.

I may not personally know your family, but I know
that we all share a commonality. We are families who
struggle to understand the system of care. Statistics that
I have heard say that only a very minimal percentage of
the entire mental health budget goes to families. The
system of care has all the best intentions of helping and
understanding needs of families. These intentions, how-
ever, are implemented through theories of words and
not actions. These theories just keep families lingering
for the supports that our families need now

My family lives in a rural community where services
to families are very limited. I continually hear of com-
munity mental health budget cuts. The limited therapy
and crisis supports for our children are being further
cut or are available only to families the .system defines
as low income.

of scales of parental involvement for
the Family Empowerment Project.
Unpublished document. Vanderbilt
Center for Mental Health Policy.
Nashville. TN.
Northrup. D D.. Bickman. L.B. &
Hettinger, C.A. (1994, April). The
family empowerment protect: A
theory-based family intervention and
evaluation. Paper presented at the
conference Building on family
,trengths: Resean Ii, advocacy and
partnership in support of children and
their families. Portland. OR.

In our state more prisons are being built and voca-
tional programs are being developed for criminals, but
very little support is offered to families who have chil-
dren with disabilities. I believe that is a crime! I believe
the priority should be given to adults and children with
disabilities for their vocational programs and improved
living conditions. This support would better help their
lives and would help keep them from living in the streets
and being victimized. What will become of families with
children who have severe disabilities? These issues cause
me great concern about the future of our children.

We all have a commonality and that is: Families need
support! It is important to remember that all families
are unique. We are all different from one another and
have our own special needs. As families we must be en-
couraged to take the lead in making decisions. We must
also remember that we share common goals and needs.

The families who have shared their personal stories
express a commonality. They need services such as in-
home support, child care, respite care, crisis support,
behavioral intervention, adaptations to the home for
safety, training and information. Ore any of these items
a commonality for your family, too? We must advocate
for services that support and strengthen families!

I have heard the saying "strength in numbers" and I
believe it is true. Family support groups, advocacy
groups, service providers and legislation all need to hear
your family's needs. If we support each other, anything
is possible.

Families: get involved! Take the lead in making de-
cisions and changes in your community and state. We
need your help to advocate for services for our families.
As others have said, "Even a small group of dedicated
individuals can make a difference!" Joey Swegle,
Pendleton, Oregon.
EDITOR'S NOTE: Parents are invited to submit contributions,
not to exceed 250 words, for the Parents' Perspective colui rt.
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HELPING PROFESSIONALS & PROGRAMS

BECOME MORE FAMILY CENTERED

he Beach Center on Families and
1 Disability at the University of

Kansas is conducting a five year
project. entitled the Development of
Standards a .id Measures for Family-
Centered Practice Project, to define.
measure, and evaluate "family-
centeredness- of services targeted to-
ward children and their families. The
Beach Center is a national Research
and Training Center funded by the :

Department of Education's Na-
tional Institute on Disability and Re-
habilitation Research ( NIDRR). Its
mission is to conduct research about
critical issues for families whose chil-
dren have disabilities, and to educate
parents. professionals. and
policymakers about these issues.

Numerous government reports,
parent advocates, and other experts
advocate for a sysiem of care that is
family-centered, but whatexactly
does that terra mean? How do we
know whether a orofessional or a pro-
gram is family-( ntered? If we had a
clear idea about a definition of fam-
ily-centered, then we could establish
standards for family-centered prac-
tice. We could measure the level of
family centeredness for the purposes
of training and evaluating profession-
als and programs. Family-centered
behavior is a valuable end in itself,
yet many parents and professionals
believe that it is also a means to other
ends, that high levels of family-
centeredness will result in better
health and well-being for children and
families. If we had a way to measure
the level of family-centeredness, then
we could conduct research about
whether family centeredness results
in better outcomes. We could begin
to answer the question: Do family-
centered approaches work?

In conducting this project, staff
have attempted to build family_
centeredness into the research project
itself. A Participatory Action Research
Committee (PARC) was formed to
involve families and professionals in
the design and implementation of the

research. The PARC consists of rep-
resentatives of parent advocacy
groups and key professionals in
charge of implementing services for
children and families throughout the
state of Kansas. PARC members and
parents in focus groups have influ-
enced all phases of the project, from
defining the term family-centered, to
(-hanging the wording on questions
on the measurement scale, to assist-
ing in selecting research sites and fo-
cus groups. This project has four
major phases, to be completed over
five years.

PHAsl. i Define the term fam-
ily-centered in clear and specific
terms that can guide evaluation of
family services across agency set-
tings and service system. We con-
ducted a literature review of over 120
articles that included 28 definitions
of family-centered. The literature re-
view will be included as a chapter in
a forthcoming book entitled Family
Support Policy and America's
Caregiving Families: Innovations in
Public-Private Partnerships, which will
be published by the Paul Brookes
Publishing Company. From this re-
view. we constructed a consensus
definition of the term that we then
critiqued with the help of the PARC
and parents in focus groups. Based on
this work, we arrived at the follow-
ing definition: Family-centered service
delivery, across disciplines and settings,
tecogni us the centrality of the family

in the lives of individuals. It is guided
by fullv-informed choices made by the
family and.focuses on the strengths and
capabilities of families. This definition
highligi,;.3 three key con( opts: ( I ) the
family as the unit of attention: t2)
informed choice: and (3) a strengths
perspective.

PHAsI: 2: Develop a reliable and
valid measurement scale that Lan he
used in research and evaluation to
improve the quality of services. With
the help of focus groups and the
PARC, we have translated the defini-
tion and its three central concepts
into a 33-item measurement scale
designed to be completed by family
members. It basically asks parents to
rate how well they have been treated
by the professionals with whom they
are working. Some examples include:
(1) the staff member helps us get all
of the information we want or need:
(2) the staff member makes decisions
about m.' child's care without asking
me what I want: (3) the staff member
understands that I know my child
better than anyone else does: and (4)
the F iff member wants us to involve
as many people in our circle of fam-
ily and friends as we think best.

For researchers and programs to
have confidence in using this scale,
we are conducting a national study
to establish its validity and reliability.
We ask half of the research sample to
rate their best professional and half
to rate their worst professional, so
that we can determine if each ques-
tion measures a difference between
best and worst. We also ask each re-
spondent how important each of the
behaviors is to them. We have sent
research packets to over 1500 house-
holds nationwide, with the help of
organizations such as the Federation
of Families for Children's Mental
Health. Children's Medical Services in
Florida. various local Fiesta Educa-
tive groups, and Families Together in
Kansas. We have attempted to reach
as diverse a sample as possible by
translating the scale into Spanish,

0
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reaching out to diverse racial and so-
cioeconomic groups. and including
various types of disabilities This
phase of the research project should
he comnieted in Summer 1995. The
suit_ and a user's manual will he avail-
able shortly thereafter.

Pt i \ Provide training and
consultation to communities and
agencies interested in improving the
level of family-centeredness. We
hope to use the measurement scale as
the beginning tool to help communi-
ties and service agencies evaluate
what they arc doing with families.
Because the scale focuses on the in-
teractions of the family with the pro-
lessional_ our technical assistance will
also include an assessment of the
larger context of service delivery, at
the policy and procedure level, to
determine how the three central con-
cepts of lamily-centeredness can he
operationalized at that level.

For example, as a first step in

FOCIAINT

working with a state or local mental
health system, we would use the scale
to obtain family ratings of the level
and quality of existing service. This
provides baseline information and
valuable feedback to the agency. Next,
parents will likely serve as trainers for
mall to educate agency personnel
about how to be more family-centered
at both practice and policy levels. Af-
ter a period of time has elapsed. the
scale will be used a second time and
compared to the baseline measure
with the expectation that the quality
of interactions will have improved.

'H Conduct research that
explores the relationsnip between
level of family-centeredness and out-
comes. Phase 4 addresses the ques-
tions often asked by skeptics: Why
should we be more family-centered?
What evidence do we have that fam-
il-centered approaches work? The
specific outcomes will be determined
by the families and professionals in-

volved. For example, in a special edu-
cation system, we might examine
whether a higher level of family-
centeredness is associated with chil-
dren learning more. In the area of
mental health, we might study
whether a higher level of family-
centeredness is associated with im-
provements in children's behavior at
home. In a health system, family-
centeredness may be associated with
children's overall health status or with
their rates of receiving prenatal care
and immunizations.

Please submit ideas,
comments or ques-
tions eon (ming this
new researt h endeavor
to the following: ,JIRIS

7, Assoc late Pnifes-
sor School of Social

Ifarc. University of
Kansas, Lawrence,
Kansas 660+5: (913) 864-4720.

FAMILY/PROFESSIONAL COLLABORATION:

STRATEGIES FOR EMPOWERMENT
ami v/prolessional collaboration

I is an important strategy for
achieving the family-centered. con-
mumtv-based, culturally sensitive.
coordinated care that can lead to bet-
ter outcomes for children with spe-
cial health needs and their families.
But what exactly is family/profes-
sional collaboration and what does it
look like? Do families and profession-
als view collaboration differently?
\ 'hat arc the hest practice models that
best capture the spirit and practice of
collaboration? The Family/Profes-
sional Collaboration Project together
with families and professionals took
on the task of answering these ques-
tions by exploring, identifying, and
describing successful collaborative
practice at family. community, state
and national levels.

Funded by the federal Maternal
and Child Health Bureau's Division of
Services for Children with Special
Ilealth seeds from I NO to I (N3. the
Family/Professional Collaboration

Project was based at the University of
Vermont Department of Social Work
under the direction of Kathleen Kirk
Bishop, D.S.W. The overall goal of the
project was to improve the health sta-
tus of children with special healtL
needs and their families through the
promotion and facilitation of family/
professional collaboration at all lev-
els of planning, service delivery, and
policymaking.

Project activities modeled family/
professional collaboration and in-
cluded representation of diverse par-
ticipants and perspectives. Project
highlights included:

conducting focus groups and
meetings nationally to explore, define
and describe family/professional col-
laboration:

developing the monograph,
Family/Professional Collaboration for
Children ith Special Health Needs and
Their Families (Bishop, K.K., Noll, j.

Arango, P, 1993), which reflects
the collective efforts of families and

SPRIN6 1991 3

professionals across the country:
conducting a qualitative. multi-

site (Hawaii. New Mexico. Vermont)
research study on family/social
worker collaboration that highlights
the behaviors, attitudes, and actions
of social workers and families that
foster collaborative relationships:

developing the newsletter Col-
laboration News to explore collabora-
tion, highlight exemplary practice
and feature project happenings:

developing draft guidelines for
collaborative social work practice re-
flecting input from focus group par-
ticipants: and

providing consultation,
trainings and presentations on fam-
ily/professional collaborative practice.

The principles of family /profes-
sional collaboration as outlined in
Family/Professional Collaboration for
Children with Special Health Needs and
Their Families provide a framework
lor collaborative practice (See inset).
Over 10.000 copies of the monograph
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have been distributed. The principles
have been distributed and used
widely as a guidance piece to state
departments of public health, depart-
ments of children with special health
needs. hospitals, schools of social
work. and families who have children
with special health needs and the pro-
fessionals who work with them.

Because collaboration is about re-
lationships, it is a dynamic process
that continues to evolve with each
encounter. There is no magic recipe
for collaboration. As collaborative
relationshios evolve, families with
professionals will shape collaboration
in a way that is unique and most ef-

PRINCIPLES.OF FAMILYL

1;k0FESSIONALCOLLABOITATIOW

FAMILY/PROFESSIONAL
COLLABORATION:

1. Promotes a relationship in
which family members and pro-
fessionals work together to en-
sure the best services for the
child and the family;

2. Recognizes and respects the
knowledge, skills and experi-
ence that families and profes-
sionals bring to the relationship;

3. Acknowledges that the develop-
ment of trust is an integral part
of a collaborative relationship;

4. Facilitates open communication
so that families and profession-
als feel free to express them-
selves;

5. Creates an atmosphere in which
the cultural traditions, values,
and diversity of families are ac-
knowledged and honored;

6. Recognizes that negotiation is
essential in a collaborative rela-
tionship; and

7. Brings to the relationship the
mutual commitment of families,
professionals and communities
to meet the needs of children
with special health needs and
their families.

FOCA INT

fective for them. The monograph il-
lustrates this individualized approach
through the diversity of the personal
stories, vignettes and models shared.

From the family perspective, col-
laboration is absolutely essential.
While professional helpers have an
expertise and body of knowledge to
draw from, they do not and cannot
have the intensive day-to-day engage.
ment with a child over time that gives
families indisputable expertise on
their own child's unique gifts and
strengths. Although much official ac-
knowledgment has been given to the
importance of family participation in
all decisions around the education
and rare of their children. there are
still many barriers to establishing full
collaborative partnerships.

Some of the barriers are attitudi-
nal. vestiges of a hierarchical ap-
proach to addressing issues related to
disability and illness. The mantle of
expert was granted on the basis of
academic credentials, not necessarily
on knowledge or real-life competence
based on experience with a particu-
lar child or family. Families were seen
as part of the problem, not part of the
solution. Because many of our social
institutions reflect a hierarchical
rather than participatory approach to
solving problems. there are also sys-
temic barriers to collaboration. Sepa-
rate institutions have been designed
to fix discrete problems in very de-
fined ways, with little thought given
to how to address complex interre-
latcu. issues.

It has taken families and profes-
sionals, fully committed to working
collaboratively. to begin to define a
new way of doing business and to
grapple with what it means to be part-
ners, to share turf, to actually give up
some individual control for team em-
powerment. The principles of col-
laboration. as it turns out, are not a
total surprise. Trust and respect, a
willingness to listen with an open
mind--even without a magic recipe
we all know that these are essential
ingredients of collaboration. Yet how
many of us are willing to give up our
attitudes or question our assumptions
about another person, or profession.
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or even ourselves? Are we willing
individually and personallyto let go
of a little control or turf or history for
a possibility that may yet be vaguely
defined? Coming to the table with
these principles ready to shine
through in service of a shared vision
may first require a willingness to let
go of some old ways of thinking. This
is the challenge before us as families
and as professionals.

Through its work, the Family/Pro-
fessional Collaboration Project has
broadened the understanding of col-
laboration. It is our hope that this
understanding of family/professional
collaboration may prove beneficial
not only to children with special
health needs and their families, but
to all children, families, profession-
als and systems of care.

For information and publications.
please contact Kathleen Kirk Bishop,
D.S.W., University of Vermont, De-
partment of Social Work, 228
Waterman Building, Burlington, Ver-
mont 05405; (802) 656-1156.

',1ARY ANN GA SCUM. .

served as Research Coordinator for the
Family/Professional Collaboration
Project. She is Community Development
Specialist of Partnerships for Change
and Adjunct Assistant Professor at the
University of Vermont Department of
Social Work in Burlington, Vermont.

:JANET VOHS is Editor and Publications
Director for the Federation for Children
with Special Needs in Boston, Massa-
chusetts. She is participating as a fa-
ily specialist on the. Partnerships for
Change Project and participated in fo-
cus groups conducted by the Famay/
Professional Collaboration Project. She
has one daughter, Jessica, age 23, who
has been Janet's primary teacher on is-
sues related to disability.

served as
Project Coordinator of the Family/Pro-
fessional Collaboration Project. She is
Project Coordinator of Partnerships for
Change, Adjunct Assistant Professor at
the University of Vermont Department
of Social Work in Burlington. Vermont
and is in private practice.



-The Multnomah County Partners
Project in Portland. Oregon is a

collaborative effort designed to pro-
vide coordinated, individualized,
community-based services for chil-
dren with serious mental, emotional
and behavioral disorders who arc re-
ceiving services from two or more of
the following systems: special educa-
tion, child welfare, juvenile justice,
and mental health. Key cornerstones
of the project include 'amity involve-
ment, interagency collaboration, ser-
vice integration and pooling of re-
sources to jointly fund capitated
payments for flexible services. Ini-
tially funded by the Robert Wood
Johnson Foundation. the funding for
this demonstration project was con-
tinued for the current fiscal year by
the collaborating agencies. Staff from
these agencies are working to ensure
that the principles of the Partners
Project are embedded throughout
Multnomah County's mental health
system by July 1995.

One of the main goals of the Part-
ners Project has been to create alter-
natives to repeated acute inpatient
psychiatric treatment, residential
treatment or long-term hospital place-
ments through the use of interagency
teams that include family members as
equal team members. The team: (1)
identifies the child's and family's
needs; (2) collaborates on planning
services to meet those needs; (3)
tracks the outcome of those services
over time; and t -I) makes changes
where appropriate. Thus, family
members arc involved in the assess-
ment of the child and family's needs.
they participate in the development
of a plan, and they participate in the
evaluation of the outcome of services.

In addition to family member par-
ticipation on planning committees,
parents and other family members
also participate by serving on local
advisory committees to the Partners
Project. These committees meet
monthly and work to problem solve
interagency difficulties as well as to
help the project develop policies to
standardize some of their practices.

FOCAPOINT

THE PARTNERS PROJECT
The perspective of families who have
current experiences with the various
service systems has been very help-
ful to professionals serving on the
advisory committee.

The opportunity for participation
through the local advisory commit-
tee has had additional bonuses for
family members. While Partners
Project staff encouraged participation
in family support organizations, they
could not link families to one another
due to the need to protect families'
confidentiality. Participation in the
local advisory group gave families a
chance to interact with one another.
These interactions also led to fami-
lies seeking training to serve as child
and family advocates, tastily partici-
pation in statewide advocacy efforts
and parent attendance at national
children's mental health conferences.

The Partners Project is designed
so that each family receives the ser-
vices of a managed care coordinator.
The managed care coordinator may
he characterized as a program direc-
tor, except the coordinator does not
have a clinic with walls; rather, the
clinic is all over town and is com-
posed of staff who work for a num-
ber of.different agencies. The coordi-
nator alternately serves as an advocate
for services for the child and family
as an intervenor who encourages pro-

fessionals to recognize family
member's expertise, and as a guide to
families to help them understand how
to more effectively negotiate the ser-
vice systems.

We are beginning to move the
family support piece of the Child and
Adolescent Service System Program
principles from the academic setting
and into practice. An example of an
interaction between a family and their
managed care coordinator demon-
strates the project's commitment to
empowering families on behalf of
their children with mental. emotional
or behavioral disorders. A family was
regularly failing to get to their ap-
pointments on time. The parents ex-
plained that they kept oversleeping.
The Partners Project managed care
coordinator asked. "How about if we
get you an alarm clock?" The sugges-
tion was practical, it made sense to
the family and it worked. Accordingly,
with respect to outcomes, while it had
initially been questionable how well
this family was going to be able to
meet their child's needs, in the space
of a year this family made enormous
strides that demonstrated their grow-
ing abilities to meet their child's
needs. This is true family empower-
ment andwhere success is mea-
sured in terms of the ability keep
families togetheran example of the
Partners Project success.

Even in those occasional circum-
stances in which a child is removed
from the home, success may be
gaugedin partby the family's un-
derstanding of their circumstances. In
most cases, of course, family mem-
bers are viewed as allies in the treat-
ment planning process. It is challeng-
ing, however, to provide family-
centered services to such a variety of
different familiesespecially when
one reaches the conclusion that it is
in a child's best interests not to he with
the child's family. We do not do our
child welfare colleagues justice if we
soft sell the challenges of working
collaboratively with families who ex-
perience real challenges in just meet-
ing their children's daily needs.
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There have been a few cases in
which we believed that the family's
desires were divergent front what was
in the child's best interests and we
have gone to court arguing for the
child's removal from the home. Even
in that situation, however, the fam-
ily-centered approach has been very
lielpful: There have been no surprises
to the families when we have had to
take a position in court that is con-
trary to the family's positionthe
philosophy of family involvement
means that families are informed. they

FOCIAINT

know where you stand and what you
feel obligated to say in court.

We arc getting better and better
about asking families what they need,
listening carefully to their replies.
seeking their guidance in planning
services for their children, and alter-
ing treatment plans along the way.
Collaboration among agencies and
hetween family members and profes-
sionals is the foundation of the Part-
ners Project. And we believe these
collaborative working relationships
have led successfully to the empow-
erment of families.

RALPH SUMMERS. M.S.AL,

Robert Wood Johnson
Foundation Project
Coordinator, Office of
Mental Health Ser-
vices, Child and Ado-
lescent Services Sec-
tion, Mental Health
and Developmental
Disability Services Division, Oregon
Department of Human Resources. 2575
Bittern Street, N.E., Salem. Oregon
97310; (503) 945-9739.

THE PARTNERS' PROJECT AND EMPOWERMENT: A PARENT'S' PERSPECTIVE

When my family joined the Partners Project I was feeling terribly disillusioned by the mental health and
child welfare professions. Up until that time my experiences with those two service systems had been

very stressful and extremely difficult. When we got into the Partners Project, I was really taken aback by being
asked questions like, "What do you think happened? Where do you see yourself after that?" Questions like
that were such a turnaround for me.

I felt so empowered in the Partners Project because I learnednot only to ask for helpbut to accept help.
I also learned to trust my perceptions of things and to recognize my own strengths. An example of this is when
I talked to our managed care coordinator and said I wanted us to get into family counseling. The coordinator
gave me a list of mental health agencies in the community and said try this and try that. After spending about
six hours of family counseling time with one therapist I decided that our time was just too precious and the
sessions were too costly to justify seeing that therapist. I needed something to take home with me right then
and there.

I went back to the managed care coordinator and said, "This isn't working and I'm in crisis." I told her
about a private practice that I wanted our family to participate in. She said, "Go and give it a try. We can use
flexible funds to .pay the cost of this. You do the shoppingjust let me know and I'll make sure we pay for it."
That was a really terrific experience.

Before we ever even went to see the second therapist, he had us complete all of the necessary forms and
background information. That meant that our first visit didn't just feel like an intake session. He immediately
put us on a behavior modification program. So we were already doing our behavior modification before we
even got home from the first session. It was so significant to me as a parent to have a program to work onit
was something I could hold onto; it was concrete. I think it gave my children hope, too, because they knew we

were all (including their mom) working on the program. It was really healthy for all of us.
Another example of empowerment through the Partners Project was my involvement with the local advi-

sory board. The parents on the committee got together and we realized that, for purposes of fairness, we
wanted a parent and a professional to serve as co-chairs of the board. We also wanted to increase the number
of parent representatives to equal the number of professional representatives to the board. We raised the issue
and the professionals on the board were receptive to our proposal.

My children are stable for the first time in theie lives. The Partners Project played a key role in makirg that
happen. For the first time I really felt respected for who I am. Partners Project staff members showed respect
for my whole family. The project staff's belief in us not only helped my family, it also helped propel me along
to become more active as a parent advocate. Donna Shiltz-Meresh.

Donna Shiltz-Meresh, of Portland, Oregon, is the mother of two boys, ages nine and ten. Her family received services
through the Partners Project for three years.
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FAINT
COLLABORA11ON. IN:THERAPY AND PARENT EMPOWERMENT: A PARENT'S PERSPECTIla

When my family joined the Partners Project we, like other families, needed to develop a collaborative
working relationship with professionals. The collaboration we needed was different, however, than

what people often envision when they think of collaboration. My family needed collaboration in therapy. All
four of us were receiving treatment services. My husband was seeing a therapist. 1 was seeing a psychiatrist
for therapy. My two kids were seeing a psychiatrist for therapy. Each of these people had a different idea about
what was going on. M.. doctor told me one thing, the kid's doctor told them something else, and my husband's
therapist offered hi, input too. Because we were each already seeing a therapist, our health maintenance
organization woukIn't pay for us to see a family therapist.

The Partners Project was great. We found an appropriate family therapist. Partners Project staff wrote up
a special contract so that we could see this therapist. The therapist served double dutymy husband and 1

saw him for marriage counseling and the four of us saw him for family counseling. This was very beneficial.

As the primary coordinator of my children's care, it took a lot of pressure off of me. Each of the four of us
heard the same information from the same person at the same time.

I felt really empowered through the Partners Project. I had tried for years to work with the school system
and get help with my kids. but had not been able to do that. I had not been effective enough and I couldn't get
people to listen to what I had to say. 1.expected our Partners Project managed care coordinator to be an
advocate for my son. I didn't realize that he was going to be an advocate for our whole family. He laid a path
for us to continue to walk on our own and now people listen to what we have to say.

I have a new strength inside of me that was put there by the Partners Project and by our managed care
coordinator. He gave us back what we had in the beginningthat we are our children's parents and we do
know what is best for our kids.

I've also served on the Partners Projects local advisory board for approximately three years and served as
co-chair for part of that time. We successfully advocated for an equal number of seats for parents on the
board. We redid the whole grievance procedure for families receiving services through the project. It is now
much more parent friendly and guarantees that, if families file a complaint, one member of the grievance
committee will be a parent. One parent also successfully advocated to get the Partners Project to pay the cost

of prescriptions for non-Medicaid families without insurance.
Talk about feeling empowered! As a parent on the advisory board I had the opportunity to travel to New

Hampshire and present at a Child and Adolescent Service System (CASSP) conference. That led to a trip to
Washington, D.C. and the chance to speak at a Congressional briefing and luncheon attended by more than
350 people. The Congressional briefing was entitled "Child Mental Health in Health System Reform: Cost-
Effective Solutions for Children and Families in Crisis." The briefing was held in the same room as Clarence
Thomas' confirmation hearing. Tipper Gore, Mental Health Advisor to President Clinton's Health Care Task

Force, participated in the briefing.
I had been beaten down so long that I had become like the system that beat me down. I had forgotten my

strength and my children's strengths. It was an amazing thing for us to experience the managed care
coordinator's complete focus on our strengths. In fact, as we began to rebuild our strength we also developed

the strength to work on our weaknesses. Now that's empowerment! Maureen Hagen.

Maureen Hagen and her husband Brent, of Portland, Oregon, are the parents of two children. The Hagen family has

received services from the Partners Project for three years.

NEW LOOK FOR FOCAL POINT
In celebration of the Research and Training Center on Family Support and Children's Mental Health's first ten years,
and as we look forward to the next five years, Focal Point has a new look. We have a new masthead. are using recycled
paper, different fonts. and more color. Over the next few issues, we will continue to refine our new format. Please let
us know what you think of it.

SPRIN61941.
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OVERVIEW OF RESEARCH AND TRAINING CENTER

PROJECTS IN THE NEXT FIVE YEARS

Nl kl 1,1,1
Fanli .'-upport and Children's

\lento! Health has been funded for the
1904-99 five year period In the Na-
tional Institute on DIStibillIN and Reha-
bilitation Research. U.S. Department of
Education. and th, t. enter
Health .erx 1, es. I S. Department 0!

Health and Human )orrice,. The no%
grant milt continue the i%oi the Re-
sew( h Centel. 1% Inch 1,a,
originally funded Iron: 1984 through
I 9 4 The resccuch program of the Re-
search and Training Center includes
seventeen protects that ate clustered
mound pit' theInt.

Family Participation in Service '..
The family participation in services
cluster is organized to study ways that
family members can contribute to the
planning and implementation of the
program of services for their own
child. A special focus of the work of
this cluster is on issues of empower-
ment, including ways of measuring
empowerment and ways of increas-
ing empowerment. The cluster con-
tains four projects of varying size,
intensity and duration. The lead
project, Effects of Family Participation
in Services: A Panel Study, will study
the effects that family participation
and child and family characteristics,
including informal supports, have on
service effectiveness. Three smaller
studies have been designed to supple- ;

merit the lead project. The study of
Multicultural Perspectives of Empow-
erment will examine the concept of
family empowerment and the rel-
evance of the Family Empowerment
Scale to culturally diverse groups. The
study of Group Intervention to Enhance
Family Empowerment will develop
and pilot test effective procedures for
a group intervention to enhance fam-
ily empowerment. The final project
in this cluster is slated to begin in year
three of the Center and will evaluate
Responsive Academic Assessment for
Students with Severe Emotional Dis-
abilities. This study proposes to de-

velop and evaluate an approach to
academic assessment for children
with serious emotional disabilities
that engages all relevant parties, in-
cluding families, fully in the process.

111 I-amily Participation at the Polio
Lind. This cluster presents a focus
on the issues and constraints encoun-
tered when parents of children with
serious emotional disabilities become
members of decisionmaking bodies
that plan, evaluate and coordinate
services. Special emphasis in this clus-
ter is on ways of involving minority
family mtinbers at the policy level.
The wort, of this cluster is organized
around two major projects and one
auxiliary effort. The two major stud-
ies are interrelated and will require
joint staffing and joint decision mak-
ing. Family-Centered Policy: A Study
of Family Member Representation at the
Policy Level will identify, evaluate and
compare the effectiveness of state-
mandated parent participation on
boards and committees that coordi-
nate, plan and evaluate services for
children with serious emotional dis-
orders. The second major study in this
cluster, increasing Multicultura ' Par-
ent Involvement, will identify iznd
evaluate strategies for conducting
outreach to minority families and in-
creasing minority family participation
on advisory bodies that influence
children's mental health policy and
services. The third study in this clus-
ter. Evaluation of a KANWORK Con-
tract is a smaller project that features
a collaborative relationship with a
parent organization in Kansas. This
project will evaluate a parent-di-

; rected work and training program
designed to employ low income and
minority families of children with
serious emotional disorders in po-
sitions that allow them access both
to decisionmaking and advocacy

i processes.

Families and hit-01-1 ionic t ate
The third cluster examines issues rc-

lated to services that arc provided to
children who cannot live at home and
the relationship of the family to this
type of program. There are two ma-
jor concentrations in this cluster, each
led by a major study. The first focus
is on family support and the role fam-
ily support plays in helping children
stay at home. The second focus is on
out-of-home treatment resources and
the contribution that family members
can make to the effectiveness of treat-
ment when their child is not living at
home.

The lead project for the family
support focus. the Family Caregiver-
Panel Study, will identify and evalu-
ate factors that support and empower
families and evaluate the impact that
supports provided to families has on
the effectiveness of services provided.
Related to this focus, the Support for
Working Caregivers study will examine
factors that enhance the ability of em-
ployed family members to balance their
work and caregiving responsibilities.

The lead study focused on out-of-
home placement. Family Participation
in Residential Treatment Programs. ex-
amines the relative influence of mul-
tiple dimensions on the effectiveness
of residential treatment settings. with
an emphasis on family participation.
A related study, Families and Thera-
peutic Foster Parents as Partners, will
examine the supports needed and
used by therapeutic foster parents and
biological families of children with
serious emotional disorders. A Sec-
ondary Analysis of Engagement and
Placement in Families Served by Mul-
tiple Systems will evaluate the degree
of engagement in family preservation
programs among families with chil-
dren receiving services from multiple
systems through the analysis of an
existing child welfare data base.

I valuation of I arnik Organizing
Ffloit,.. The National Evaluation of
Statewide Family Support Networks
will evaluate the effectiveness of the
28 statewide family support networks
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1 unded in September 1993 for a three
.ear period by the Cen'er for Mental
Health Services. The am's of the fam-
ily support networks are to: (1) pro-
vide family support and advocacy to
families of children with serious emo-
ional disorders; (2) work toward a

community-based, culturally compe-
tent, family-centered system of care:
and (3) develop the infrastructure of
the statewide family network. Already
underway, the national evaluation is
a systematic study of these aims
through the collection of common
data elements that measure aspects of
family support, system change and
infrastructure development.

,1 This cluster includes three
protect~ that are aimed at improving
the relevance and responsiveness of
professional education in preparing
service providers. administrators. and
researchers to work on behalf of chil-
dren with emotional discv.ders and
their families. Family Pot ucipation in
Professional Education: An Intervention
involves a collaboration designed to
increase the participation and influ-
ence of families and family organiza-
tions in the preparation of human
s..!rvice and mental health profession-
als. Developmem of a Teacher Educa-
tion Curriculum: Promoting Family
Partnerships for Inclusive Classrooms
involves the design, implementation
and testing of a curriculum to pro-
mote family-centered approaches and
family partnerships in the education
of children. Beginning October 1995.

Model of Fami!,. Participation in
Therapeutic Preschools for Children
kk'ho Have Emotional Disorders will
develop, implement, evaluate and dis-
seminate a model of family participa-
tion that is applicable to therapeutic
preschools for children with emo-
tional disorders.

For additional information on the
Center's new research projects con-
tact: have Exo, M.S.W, Center Man-
ager. Research and Training Center on
Family Support and Children's Men-
tal Health. P.O. Box 751. Portland.
Oregon 97207-0751: (503) 725-5558:
E-Mail: kie6orri.pdx.edu

ANNUAL RESEARCH CONFERENCE

SCHEDULED FOR JUNE

The Research and Training Center on Family Support and Childrens Men-
tal Health will hold its annual research conference June 1-3, 1995 in Port-
land, Oregon. The conference, entitled Building on Family Strengths: Re-
search and Programs in Support of Children and Their Families, will
bring together family members, researchers, policy-makers, service pro-
viders, educators and advocates interested in strengthening research and
practice in response to the needs of children and families. Presentations
will include research reports and innovative program descriptions and
evaluations that address four conference themes: family research meth-
ods, family participation in policy and services, family support and family
diversity.

Keynote speaker for the conference will be Karl Dennis, nationally rec-
ognized pioneer of wraparound services, who will discuss these services
and their meaning for families, professionals and researchers. A popular
lecturer and consultant, Mr. Dennis is an expert on community-based,
intensive in-home services.

Peter Jensen will address the implications of research advances in
children's mental health for service providers, families, and researchers.
Dr. Jensen, a board-certified child and adolescent psychiatrist and psychi-
atric researcher, is Chief of the Child and Adolescent Disorders Research
Branch of the Division of Clinical and Treatment Research at the National
Institute of Mental Health.

Carol Williams and Velva Spriggs will jointly present a plenary session
on family-centered culturally competent systems of care. Dr. Williams, who
is Associate Commissioner of the Children's Bureau in the Department of
Human Services Administration for Children and Families, is responsible
for the management of programs that focus on strengthening and support-
ing families. Ms. Spriggs is active in the family movement, a founding
member of the Family Advocacy and Support Association, Inc., in Wash-
ington, D.C., and the parent of a child diagnosed with a serious emotional
disorder. She is the Director of Planning and System Development Pro-
grams in the Child, Adolescent and Family Branch of the Center for Men-
tal Health Services.

A panel of family members and researchers will present positive ex-
amples of researcher-family collaboration. Panel members include Mary
Telesford, Annie E. Casey Foundation Site Advisor at the Federation of
Families for Children's Mental Health, and researcher-family partners from
Johns Hopkins University and the University of Maine.

For conference registration materials and further information, please
contact: Kaye Exo, Center Manager, Researca and Training Center on Family
Support and Children's Mental Health, Portland State University, P.O. Box
751, Portland, Oregon 97207-0751; (503) 725-5558; E-Mail:
kje@rri.pdx.edu
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